Purpose: There is a knowledge gap with regard to the structure of the care and service system available to persons with dementia. This is very much a concern for nurses who are the main providers in the care of dementia. The study, a part of the "RightTimePlaceCare" project, describes the development and content of a mapping system aimed at exploring the content of care and service for persons with dementia and their informal caregiver throughout the disease trajectory. The usefulness of the mapping system is illustrated in describing the availability of care and service at the diagnostic stage, and at the institutional and palliative stages. Design: A descriptive cross-country design concerning eight European countries differing in demographic composition and terms of long-term care provided is employed. Methods: A modified consensus strategy was used to develop the mapping system and define the terminology. Thereafter, each country´s mapping system was completed by its research group collecting country-specific information and using expert groups either as consultants or for completing the system. Findings: The consensus procedure worked satisfactorily with regard to content and definitions, whereas assessing the availability and utilization of care and service was problematic. Some 50 types care and service activities were identified and defined and were categorized as follows: (a) screening, diagnostic procedures, and treatment of dementia; (b) outpatient care facilities; (c) care at home; (d) institutional care; (e) palliative care; (f) informal caregiving and supportive actions; and (g) civic activities. Care at home included the broadest range of activities; palliative care, informal caregiving, and supportive actions were the smallest range. Conclusions: The dementia care systems were found to be comprehensive and to emphasize home care. Activities aimed at transferring knowledge to informal caregivers, though highly important for home care, seemed less extensive. The mapping system appears useful from a nurse manager's standpoint for exploring the dementia care pathway. Comparisons between countries appear useful for developing the care system and for sharing information of 412
how to perfect it. Further testing and development are needed regarding information on the availability and utilization of care and service activities. Clinical Relevance: The mapping system can be useful in clarifying the dementia care system for those concerned, in helping nurse researchers and managers review and initiate evaluation and communicate with policy makers, as well as to ensure that providers use appropriate parts of the system. It can also be useful in national and international comparative studies.
Exploring how the health care and long-term care systems are structured for persons with dementia is of utmost importance from a clinical and nursing research perspective in particular. Although there have been many systematic reviews of the disease trajectory and interventions needed (Swedish Council on Health Technology Assessment, 2008a Assessment, , 2008b , there is a lack of knowledge of how best to structure the care and service system. No reports or models of how to map care and service throughout the course of dementia from the early to the late stages were found in the literature. Nurses play a central role in ensuring that care and service throughout the course of the disease are cost effective and are adapted to the needs of patients and their formal and informal caregivers. Apart from making a diagnosis and decisions regarding medical treatment, nurses are the main providers or managers of the professional care and service provided, thus having an obligation to communicate with policy makers regarding the adequacy of the care and service provided at different stages of the disease. Knowledge is required of the structure of the care and service system, and a mapping system can be useful for detecting overlap, missed activities, and the like, and for informing policy makers. Nurse-managers need to evaluate the pathways and clarify the care and service system for persons with dementia and their informal caregivers. A mapping system can serve as a basis for exploring, evaluating, and researching care and service activities throughout the course of dementia both within and between countries, thus contributing to international comparisons.
In order to explore for a variety of countries how the care and service system is structured, a common understanding is needed of the terminology involved and of the impact of the disease e.g., on the ability to handle activities of daily living (ADLs) and matters of safety, or the ability to communicate (Swedish Council on Health Technology Assessment, 2008a Assessment, , 2008b ). An understanding of informal caregiving and sources of civic and public or private resources for care and service is also important. Dementia implies a steady progression toward increasing dependency regarding handling daily living (Swedish Council on Health Technology Assessment, 2008a; Vellas et al., 2012) , described by the Organisation for Economic Co-operation and Development (OECD) as representing successively a mild, moderate, and severe stage of dementia (Moise, Schwarzinger, & Um, 2004) . The nature of the care and services as well as medical treatment offered at different stages of the disease has not to our knowledge been explored and described at a practice level on an international basis, and we found no reference in the literature to a mapping system for use here. The worldwide demographic transition taking place (Kinsella & Velkoff, 2001) leads to conditions increasing the risk of dementia. It has been estimated that about 20% of those 80 years of age and older develop dementia (Ferri et al., 2005) . This development has implications for the organization and provision of dementia long-term care and service. Thus a mapping system for describing the care and service activities and assessing the system in terms of its availability and utilization and its providers would be useful to nurse researchers and nurse managers. It would also be useful to practice generally, patients, informal caregivers and providing opportunities to develop the system further.
A tentative model for mapping the care and service system needs to consider the characteristics of each stage, early signs or screening for dementia in risk groups, the diagnosis the person is given, the support the person needs to maintain a normal life, and the needs of the informal caregiver. Later the person's main problem may be that of strong dependency on others as a result of functional dependency and communication difficulties. Finally, the end-of-life stage poses specific problems through the difficulties the person may have in communicating the symptoms that emerge at the end of life (Desai & Grossberg, 2011) . It should also be noted that informal caregivers are the most important providers of long-term care for persons with dementia (Janevic & Connell, 2001) . They need to have knowledge concerning the progression of the disease, and the treatment, care, service, and support available. General practitioners find it difficult to fulfill their role in supporting informal caregivers (Schoenmakers, Buntinx, & Delepeleire, 2009) , whereas nurses are better placed to ensure that such support is provided. From a societal perspective, the longer the person is provided informal care, the less the costs to society become (Wimo, Winblad, & Jönsson, 2010) . Thus, the transfer of knowledge and support to informal caregivers is of utmost importance both to the person with dementia and to the informal caregiver. The difficulties in interpreting and communicating that occur in conjunction with cognitive deterioration also need to be addressed both by family members and professionals (Edberg, Moyle, & Chan, 2012) . There are particular challenges to caregivers who need to endeavor to understand and interpret the person's needs. Communication difficulties also have implications for the development and handling of the behavioral and psychological symptoms of dementia (BPSD; Edberg et al., 2012) . Problems of this kind, screaming, wandering, and the like may trigger the inability to continue to provide care at home, or even to abuse of the person with dementia (Wiglesworth et al., 2010) . Thus, the support and knowledge transfer that nurses provide to family members can enable care at home to continue for a longer period, whereas a weak informal care system may have the opposite effect. A tentative model for mapping the care and service system thus needs to take into account not only those with dementia, their capacity for ADL, and ensuring their safety throughout the disease course, but also the needs of informal caregivers.
Aim
The purpose of the study is to describe the development and content (the map) of the care and service system available to persons with dementia, and the role of their informal caregivers, in eight European countries. A further purpose of the study is to illustrate the mapping system by reporting the availability of care at the diagnostic stage, and during institutional and palliative care.
Methods and Context
The "RightTimePlaceCare" (RTPC; the EU 7th framework) project is aimed at improving dementia care and services for European citizens with a special focus on the development of best practice strategies for the transition from home care to institutional long-term care facilities. The countries are Estonia in the east, the United Kingdom in the west, Spain and France in the south, Sweden and Finland in the north, and Germany and The Netherlands in central Europe. The countries differ in terms of the long-term care provided and in terms of their demographic composition, and thus the time in which the risk of dementia appearing is greatest. In Sweden, for example, about 5.3% of the population is 80 years of age and older (Statistics Sweden, 2012) whereas in the Netherlands the same proportion of 80-years and above is first expected in 2021 (Statistics Netherlands, 2012) .
Developing the Mapping System
The methodological approach employed was inspired by consensus methods (Jones & Hunter, 1995) and used research teams as experts. A first step toward collecting information concerning the dementia care and service system of the countries involved was to ask them to report the content of the care and service system and to develop a common understanding of the terminology employed. The leader of this part of the RTPC study (Hallberg) developed an initial list of care and service content topics in collaboration with her team members (all with long practical and research experience in dementia care); thereafter, the first draft of it was distributed to the countries' research teams, which then considered questions of content and terminology. The next step was to achieve agreement concerning the terms to be used and how the terms should be defined. In addition, both professional and nonprofessional providers of care and service were listed. Finally, a mapping system pertaining to the types of treatment, activities, care and services offered, their availability and utilization, and the providers involved was developed. The consensus method was modified in the sense that no statistical procedures were used, since the approach employed was to be inclusive and allow for considerable variation between countries rather than excluding certain types of care and service. Consensus was regarded as being achieved when all countries involved accepted the types of care and service activities to be included. Consensus was regarded as being achieved when all countries involved accepted the types of care and service activities to be included and their definition. E-mail messages, face-to-face meetings, and Skype meetings were used to achieve consensus, and several iterations were made.
The Mapping System
The x-axis of the mapping system (Tables 1 and 2 ) concern the course of dementia, starting with the diagnosis stage. The early stage is characterized according to the OECD (Moise et al., 2004 ) by a tendency for symptoms to be mild and the impact on ADL, memory, and social matters to be minimal. The intermediate stage is marked by an increase in memory loss, and dependency on help in ADL and social matters. The late stage then involves severe memory loss and the inability to look after oneself without continuous assistance in ADL and safety and in social matters. The final stage of life is reached when obviously the person has only a limited time left to live. The y-axis defines the types of treatment, facilities, care, and service involved, both those available and those utilized. The team was asked to indicate in each box alternatives 
Applying the Mapping System
Once the mapping system was agreed upon, it was applied within each country under the leadership of the research team. The task was to collect information concerning availability, utilization, and providers using sources such as legal or public reports and descriptions of the care system. To collect information interviews with managers and providers, or the equivalent care and service organizations of relevance, of consumer or user organizations, with professionally trained employees and purchasers in municipalities and with other persons in the civic administrative area were used. Also validation of responses by professionals at the managerial level within relevant organizations or through epidemiological studies or literature reviews was used. The U.K. team completed the mapping system in-house; the German team organized a meeting with experts (nurses, physicians, and social pedagogues) experienced in dementia care and conducted telephone interviews with experts; the Estonian team consulted its advisory board (16 experts from various organizations together with policy makers and providers); the Dutch team consulted two experts; the Finnish team consulted managers and providers as well as a person from the Ministry of Social and Health Affairs and a person from the Alzheimer Society; the Spanish team consulted professionals and other knowledgeable persons from the Health and Welfare Department and the Department of the Catalonian Authority; and the Swedish team consulted managers and providers of care and services for older persons in municipalities, in the county, and in the National Board of Health and Welfare.
Results
The basic results for the care and service activities, the definitions included in the mapping system, and three examples of availability are presented here. Other parts of the country data will be presented elsewhere.
Fifty activities altogether involving care and service as well as medical treatment were identified and agreed upon (the full mapping system is available on request to authors). The activities were categorized under the following headings and their definitions given: (a) screening, diagnostic procedure, and treatment in regard to dementia and its complications; (b) outpatient care facilities; (c) care at home; (d) institutional care; (e) palliative care; (f) Informal caregiving and supportive actions; and (g) civic activities.
In the category "screening, diagnostic procedure, and treatment of dementia and complications," screening meant identifying cases and was defined as taking place within primary healthcare and aimed at detecting dementia at an early stage (see Table 1 ). This category also encompasses national standard diagnostic procedures for dementia, pharmacological treatment specific to dementia, and pharmacological and nonpharmacological treatment both in general and specific for BPSD. Nonpharmacological treatment included tactile massage, reminiscence therapy, selected music, and the like.
Screening for dementia was available for most or all, apart from Estonia (no screening), Sweden, and Germany (for few), standard diagnostic procedure being available for all or most persons with suspected dementia. Pharmacological treatment was available for all or most persons in the early stages of dementia and also for BPSD. Nonpharmacological treatment was not available in Estonia, France, and the United Kingdom, being available mainly in the early and intermediate stages of dementia. For BPSD it was reported to be available for only a few (Estonia and the United Kingdom) and then mainly in the intermediate and late stages of dementia. Memory clinics were reported to not be available in Estonia and to be available for few only in Germany, whereas in the other countries it was reported to be available for all or most persons with dementia (see Table 1 ). The response "not applicable" was used in several of the boxes, particularly by Germany but also by others (e.g., Spain, Finland). The explanation for this was that certain activity or treatment was not employed in a specific phase of the disease or it was not appropriate.
"Outpatient care facilities" were reported to be of four kinds: outpatient clinics for people with dementia often located in primary healthcare facilities or in hospitals; agencies or the like providing counseling, meaning that informal caregivers or persons with dementia could turn to them for support; general day-care facilities of various kinds, such as a clinic or an agency, in which the person could spend the day and be provided physical and mental stimulation; and day-care facilities for persons with dementia in which staff was specialized in dementia care.
"Care at home" involved 18 different activities or facilities ( Table 3) . The category included needs assessment, defined as assessment of the type of care and social service needed prior to the final decision and receipt of care, and decisions on eligibility. Home health care and community mental health care for persons with dementia-specialized staff that were team based was reported. Home help in managing instrumental activities of daily living (IADLs) and personal activities of daily living (PADLs) as well as home nursing care and specialized psychiatric home nursing care were reported, too. Other activities reported were leisure activities, meaning activities at home or elsewhere that fell outside the daily routine, in addition to home-delivered meals, housing adaptations to compensate for physical disability, transportation services, personal safety alarms to call for assistance, the accompanying service, general assistance aids, equipment specifically to aid persons with dementia and to compensate for cognitive problems, rehabilitation at home, and foot care. Mobile comprehensive expert teams to provide support at home or in institutions was also reported. "Institutional care" involving facilities providing various levels of formal care in dementia were reported (see Table 2 ). Nine types of institutional care could be identified: residential home care or the like with 24-hr home-help service, but without registered nurses; group dwellings (i.e., small-scale dwellings specifically for people with dementia); nursing homes not specifically for people with dementia; nursing homes with dementia care units; nursing homes specializing in dementia care; nonspecific respite care; respite care specialized in dementia; and behavioral intensive care units. Specialization means that staff is trained in dementia care. Also, rehabilitation in institutions with trained personal, such as physiotherapists or occupational therapists, was reported.
Residential homes, nursing homes, and respite care were available for all or most people with dementia in the countries involved (see Table 2 ). Estonia and Finland reported these to be for only a few or to not be applicable in the early stages. Residential homes were also shown to be available in the early stages and nursing homes to be available in the late stages of dementia. Group dwellings and nursing home units for persons with dementia were reported to not be available in Estonia and to be available for only a few in Finland, Germany, Spain, and the United Kingdom. Nursing homes for persons with dementia were only reported to be available for all in The Netherlands and the United Kingdom and for certain stages in Spain, particularly in later stages of the disease. Finland, France, Germany, and Sweden reported such nursing homes to be available for only a few. Respite care for persons with dementia was reported to be available for all in half the countries (France, The Netherlands, Sweden, and the United Kingdom), for only a few in Estonia and Finland, and not at all in Spain and Germany. Behavioral intensive care units or psychogeriatric units were reported to be available either for most or all, or for none or a few only in Spain, Finland, and France.
"Palliative care" was reported to be provided in an institution, hospice, or in the home. Institutional hospice palliative care was defined as a type and a philosophy of care that focuses on the palliation of a terminally ill patient's symptoms. The emphasis is on physical, emotional, spiritual, and social needs (World Health Organization, 2004) , the care being provided in hospitals or at home. Hospice or palliative care at home is defined as above but is provided at home. Information was also sought concerning advanced directives such as a living will and power of attorney.
Palliative care in an institution was reported to be available for all (The Netherlands, Sweden, and Spain) and for only a few in the remaining countries. Utilization of it was reported to be only for a few in all of the countries except Finland, which reported it to be for all at the end of life. Palliative care at home was reported in France to be the same as that at institutions but to be utilized by no more than a few. Most of the countries reported it to be available and be utilized only in severe cases or at the end-of-life stages. Advance directives were reported to be available for all except in the case of Estonia (no one) but to be utilized by only a few in the other countries, except for France (in the later stages). Germany reported ongoing pilot projects, and the United Kingdom reported that memory clinics were involved in discussing advance directives.
"Informal caregivers and supportive actions" were reported in five categories: reimbursed informal caregiving, meaning the informal caregiver was reimbursed for caregiving; informal caregiving with no reimbursement; caregiver support (i.e., an organization providing such support as counseling, either individually or in a group of informal caregivers); respite care in the home, meaning someone was at home to relieve the informal caregiver; and caregiver education, meaning training and teaching concerning dementia and how to provide care of it.
Activities on the part of "civic organizations" included those by advocacy organizations, meaning civil social organizations speaking for or acting on behalf of the person with dementia or the informal caregiver, as well as paid or unpaid voluntary organizations involved in providing care and service for persons with dementia. Self-help organizations were also described, these being organizations that could offer individual support by peers.
Discussion
To the best of our knowledge, this is the first attempt to develop and report on a mapping system aimed at gaining insight into the range of care and service within a European context available to persons with a dementia disease and their caregivers. In addition to knowledge of how the disease develops and its consequences in terms of managing daily living and safety, knowledge of the care and service system is needed. In particular, nurse researchers and clinical nurses need to become engaged in determining and implementing the most effective system. Obtaining knowledge of how the healthcare system is constructed in relation to a specific disease can be useful in connection with other chronic diseases too.
Estimating at a country level the availability, utilization, and providers is indeed a challenge because of the geographic and financial differences within countries. The mapping system is meant to cover the meso-level of the activities available and utilized to provide care and service for persons with dementia, a matter likely to vary regionally. Countries with large populations or independent regions may differ more than their opposites. The study provides an overview of the situation in each country, although the generalizations arrived at probably conceal variations that are present.
The process of determining the types of care, services, and providers involved proceeded without disagreement, yet obtaining certain other information concerning the mapping system turned out to be more complicated; the exact meaning of the terms "available and utilized" was problematic. The term "not applicable" used by some respondents was explained as meaning that the activity or facility, although available, was regarded as not being suitable at that particular stage or as not being suitable at all. Assessing availability and utilization did make sense, however, since, for example, a service could be available for all, but be utilized by only a few. Thus, a service being available is not the same as its being offered to and used by persons with dementia or by their informal caregivers. Since such information was difficult to gather, the findings should be interpreted cautiously. Variations in the sources used to complete the mapping system may also have induced error. Instructions for how to use the term "available and utilized" as well as for assessing relationships to the different stages of the disease thus need to be developed further. Also, validation of the data on care and service obtained is needed.
The procedure used for developing the mapping system led to an extensive list. Fifty care and service activities were included and defined; most of the variation was related to home care (n = 18), and the smallest number of activities were related to palliative care (n = 3) and informal caregiving (n = 4). The seven categories partly overlap each other (e.g., outpatient care activities can include informal caregivers support and counseling).
It cannot be established using the data obtained whether the number and type of activities reported are sufficient in relation to the dementia trajectory. The list of activities agreed upon does not mean that all of them are available or utilized in each of the countries involved, and it is not established whether the activities are the most effective chain of care possible. The list can nevertheless form the basis for considerable nursing research. Although the primary aim was not to compare countries, a noteworthy finding concerned specialized nurses or facilities for dementia (see Table 2 ), these being available in some countries but not in others. One argument given for not providing specialized dementia units was that persons with dementia should not be separated from other elderly people. Small-scale dwellings for persons with dementia have been found to be conducive to a better quality of life than more traditional settings (de Rooij et al., 2012) . Further nursing research aimed at determining whether more general or more specialized services produce a higher quality of care or quality of life for those with dementia and their informal caregivers is needed. Such knowledge would be helpful to nurse managers, policy makers, educators, and providers, informing them of how to best structure the care and service system.
The trajectory of the disease considered here included both the diagnostic phase and the end-of-life phase. This expansion was done because the mapping system was meant to elicit an overview of how the dementia care system is constructed in relation to the stages of the disease. Screening and case finding were regarded as important since they open the way for early diagnosis and treatment (Porte et al., 2011) . Also, standard diagnostics were included as a care and service activity because of their importance in developing a proper care plan. They proved to be available for all or most at the early stages but were reported by some as being "not applicable" at the intermediate or late stages of the disease. This seems noteworthy since it indicates that at the later stages efforts to establish a proper diagnosis do not seem particularly important.
From a nursing perspective it was interesting to note that pharmacological treatment specific for dementia as well as for BPSD seems to be available throughout the disease course and in each of the countries involved. This was in contrast to nonpharmacological treatments for improving memory and for BPSD, which were not available in all of the countries or throughout the disease trajectory (see Table 1 ). It is noteworthy since nonpharmacological treatment has fewer side effects and can be applied in everyday practice supervised by nurses.
Activities related to home care were reported to be extensive (n = 28), a finding that can probably be explained in part by the view that it is best for older people to be cared for at home, at least by being cheaper for society (Wimo et al., 2010) . The activities involved included, for instance, adaptation of the home, compensating for ADL deficits, providing meals, home nursing care, as well as consultation opportunities (see Table 3 ). At first glance, the list of activities seems comprehensive enough. Whether this is the case cannot be established from the data collected. The list of activities may well be useful in nursing research investigating the most effective way of supporting home care and informal caregivers. The number and kind of activities reported as being supportive of informal caregivers and the work they perform is not extensive in view of the responsibility that lies with informal caregivers throughout the disease trajectory. Four main types of activities or conditions were included: counseling or support, availability of specialist teams for consultation, education, and respite care. Meredith, Robinson, Holtzman, and Bottorff (2011) have stated that a "fundamental re-orientation towards caregivers and caregivers support is necessary, beginning with viewing caregivers as a critical human resource in a system that depends on their contributions in order to function" (p. 103). In particular, Meredith et al. (2011) argue for a more preventive orientation in activities related to informal caregivers. Activities connoted with outpatient care and home care as well as civic activities can include support for informal caregivers as well. Our results cannot be interpreted as meaning that the care and service system is addressing the situation of informal caregivers as being proactive or sufficient. Since the predominant view is that persons with dementia are best cared for at home, knowledge transference to and support for informal caregivers are important. Informal caregivers are at risk for developing health problems due to the strain that their duties place on their life (Del-Pino-Casado, FriasOsuna, & Palomino-Moral, 2011) . Thus, a greater variety and extent of activities directed at informal caregivers could have been expected.
Conclusions
Since dementia is a progressive disease, with no cure and with serious consequences, the palliative care approach promoting physical, emotional, spiritual, and social well-being has been suggested as being highly relevant, and not only during the end-of-life phase (Sampson, Ritchie, Lai, Raven, & Blanchard, 2005) . Only three activities were included in the category: advanced directives or a living will, palliative care at home, or palliative care in an institution or hospice. The activities were mainly reported as being utilized at the severe or end-of-life stages. Thus, the palliative care approach seems not yet to have been employed and has been taken for granted as a way of providing dementia care. Such is true as well for advance directives. These appear to be areas needing improvement since it is at the early stages that end of life can be discussed and the patient's views noted.
The content of care and service for persons with dementia has been explored here, and despite no complete and reliable assessment of availability and utilization having been achieved, they appeared to have worked in a basically satisfactory way. The findings obtained showed a wide variety of activities connected to the trajectory of the disease. The weakest parts seem to be those of the knowledge transfer to and support for informal caregivers, and the use of palliative care in connection with dementia care. The study did not focus on matters of quality of care or on how the most effective care and service should be organized. There were obvious differences between countries for dealing with dementia in the institutions and the availability of specialized staff for care and for consultations and counseling. Considerations of such can be important in nursing research aimed at determining the most effective system of care and service in relation to the dementia disease.
From a clinical standpoint, the findings indicate the importance of making the dementia care system visible and known, so as to enable the persons with dementia, informal caregivers, and formal providers of care to utilize effectively appropriate parts of the care and service system throughout the course of the disease. Nursemanagers may be the group best able to assess realistically the dementia care pathway and to communicate important matters concerning its development to policy makers. At the same time, nurse practitioners have the important task of knowledge transference to and communication with family members and with the patient. The list of care and service activities that are available is not always readily discernible by those most closely involved. For local providers of care, a mapping system such as that described here may help to ensure that adequate care and service are offered throughout the course of the disease and enable the effectiveness of the system to be evaluated properly.
